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We use ‘brain condition’ 
to describe any disorder 
or disability that affects 
the brain, including those 
caused by illness, genetics 
or traumatic injury. Brain 
conditions include (but 
are not limited to) autism, 

Together we are helping families 
who have a child with a brain 
condition to discover a better life

Thanks to your support we have been able 
to help 47,000 families to date across the 
UK who have a child with a brain condition. 
In this, our Impact Report for 2018/19, we 
are delighted to share some of the highlights 
of our work and what we have been able to 
achieve thanks to your generosity.

So a huge thank you –

 z if you’ve played our lottery, bought 
our raffle tickets, made a regular 
donation or pledged to leave us a gift 
in your will

 z if you’ve run, cycled, swum or set yourself a challenge

 z if your business has given us a donation or adopted us as your charity of the year

 z if you’re a grant giving Trust or Foundation who have supported our work

By joining us on our journey, you have enabled us to help more children, making a 
real and lasting difference to their lives.

Together we are working wonders for children with 
brain conditions.
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Together, this is what we 
achieved in 2018…..

Together we are working wonders for children with 
brain conditions.

We 
spent

£762,230
on life changing 

researchOur 
information 

resources were 
downloaded
346,241

times

We lent
971

books and toys to 
help families learn 

and play

Our LEaP 
service helped

358
familes access 
public services

CO
NT

EN
TS

668
Families got a 

good night’s sleep 
thanks to our sleep 

service
Our 

innovation 
centre helped

130
children discover life and 

have fun alongside 
their friends.

zzz We 
held
64

sleep and toolkit 
workshops
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Our pregnancy research contributed to a 
reduction in still and preterm birth rates in 
the Leeds area, with 500 fewer babies being 
born preterm over the course of our funding 
so far.

Together we’ve supported research that finds answers 
to the questions and problems families face

Our family research 
influenced local, national and 
international guidance for 
best practice in managing 
a range of rare syndromes; 
on challenging behaviour 
in people with learning 
disabilities; and family support.Our legal research contributed to 

government policy reviews and the 
updating of government guidance.
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We succeeded in a bid with Cardiff 
University for a Knowledge Transfer 
Partnership Project based around 
the needs of children with rare 
neurodevelopmental disorders 
that carry a high risk of developing 
conditions such as ADHD, autism or 
schizophrenia.

We supported families to try evidence 
based interventions to help them get a 
better night’s sleep.

We reduced some of the social stigma 
attached to disability by making not 
only functional but also beautiful 
products for our amazing young 
people.

zzz

Download our Research and Information Strategy 
2019–2024 from our website for full details
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“R loves his chair. 
He loves to spin 

and relax. He uses 
it every day and he 

really enjoys the 
stimulation it brings.”

Together we designed 
innovative products to 
help children discover 
the world around them

“The Oxy-gem has freed 
our son from the shackles 
of a buggy and helped him 
develop his independence, 
core strength and physical 
stamina.”

If they can dream big,  
they can do big…

In 2018 you have helped 
130 children to achieve their 

dreams, however big or small.
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“Imogen is so thrilled and 
excited to have completed 
this climb. It’s only thanks 
to the team at Cerebra that 
she’s been able to have this 
adventure - she’s never 
been able to do anything 
like this before because of 

her cerebral palsy. There have been so many times that 
she hasn’t been able to join in with physical activities 
which leaves her feeling left out. Being able to do 
things like this is a real boost to her confi dence and 
self-esteem. She really is over the moon.”
-- Catherine, Imogen’s mum

We don’t believe there is 
any challenge that can’t be 
overcome. Thanks to you our 
Innovation Centre helped six 
year old Imogen, who has 
cerebral palsy, reach the 
top of South Wales’ highest 
mountain in a specially-
modifi ed four-wheeled 
mountain bike.

...to Japan

From Hampshire...

Our surfboard was designed 
so that disabled children can 

experience the thrill of the 
ocean. In 2018 it made its 

way across the UK to the 
other side of the world. 

10 year old 
Sean is now 

making 
waves in 

Japan.
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Sleep Tips and Techniques
We launched our new information 
booklet for families. The booklet 
explains different techniques 
that may help a child’s sleep 
and gives lots of hints and tips 
for putting them into practice.

Children with 
brain conditions 
often have 
trouble sleeping.

Our sleep 
research at the Cerebra Centre for Neurodevelopmental Disorders 
at the University of Birmingham is trying to understand why 
sleep problems occur and help families fi nd solutions to them. 
Our Sleep Information Resources are based on this work.

I really enjoyed the workshop 
– it was really insightful and 
informative.“

”

We supported 427 
families on a one-to-one 
basis

239 people attended our 
CPD accredited workshops

93% of workshop attendees 
said that the workshop had 
improved their knowledge of 
sleep and the techniques they 
could use to improve sleep

Together we helped 
families to get a 
good night’s sleep

4,679
Downloads

1,868
Downloads

zzz
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Meet Poppy
Poppy is 10 years old and has a 
condition called Fragile X Syndrome. 
This affects her in many ways in her 
daily life. She has a learning disability 
which means that she can’t read or 
write and has low muscle tone. She 
has autistic-like behaviour which 
means that she likes routine. She’s 
also asthmatic. This can all have a big 
impact on the way she sleeps.

Before her mum contacted our Sleep 
Service, Poppy would only settle to 
sleep if one of her parents were there 
and would always wake up early – 
around 4.30am. This would cause 
problems for the whole family as 
Poppy also shared a room with her 
sister Gigi.

Poppy’s asthma also often caused 
her to be sick in the night when she 
was younger and so her parents felt 
as though they needed to be near 
through the night and this had an 
impact on their sleep.

One of our Sleep Practitioners 
suggested a number of techniques 
for mum to try to improve the quality 
of Poppy’s sleep including using a 
comforting object. For Poppy, this 
meant introducing cuddly toys which 
she grew an attachment to and found 
comforting. She named her four 
teddies after people she cares about 
and having these through the night 
means that she has a reminder of her 
parents and can now settle herself 
without having to wake her parents.

Poppy is now sleeping much better 
and she and her sister even have 
their own rooms now so they can 
be typical girls. Poppy has chosen a 
unicorn theme for her room!

Mum Rachel said: “thank you for 
all the help we have received from 
Cerebra. We haven’t entirely cracked 
the sleep issue yet but we feel 
encouraged with your help!”
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Thank you all 
for your help. 
The time and 
trouble you 
took…plus 
the excellent 
information 
you sent me all 
translated into 
a successful 
outcome…
the excellent 
template letter 
proved vital. 
Your help has 
really made a 
difference to 
our lives.

Child and Adolescent Mental Health 
Services (CAMHS)

Discrimination

Continence services

Disabled Facilities Grants
Welfare benefits

Special 
Educational 
Needs (SEN)

Transition
Health services

Social care

Other

School 
transport

Housing

“

”

In 2018 we helped115 
families with:

Our Legal Entitlements and Problem Solving 
(LEaP) project helps families of children with 
brain conditions cope with the legal barriers they 
face when trying to access health and social care 
services for their children.

Together we have helped families 
access the health and social care 
services that they are entitled to
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Successes
Our LEaP Team worked with the 
Department of Education to improve 
the guidance for local authorities on 
providing school transport.

Our Team persuaded the Welsh 
Government to revise its existing 
guidance on the provision of 
continence products. Read 
Rhiannon’s story overleaf.

We’ve published research reports 
on Short Breaks, Disabled Facilities 
Grants and School Transport

”
The training was very useful and highlighted to me how 
much I roll over when asked. I now feel empowered to be 
able to get those things which my son needs.“ ”

Resources
We’ve expanded 
our range of 
Template Letters to help 
families write to their local 
council or health body to ask for 
information or make a complaint. 
We have different letters for 
England, Wales and Scotland.

Our Accessing Public Services Toolkit and Workshops give 
practical advice, tips and techniques to help parents and carers, 
and the professionals who support them.

In 2018 the Toolkit was downloaded 13,739 times from our 
website. The Scottish version was downloaded 270 times.

243 people attended the 26 Toolkit Workshops we held across 
the UK. 90% had the confi dence to try using the toolkit at home 
and 91% felt that their knowledge had improved.
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The local continence service 
had told Louise that it couldn’t 
supply more than 4 continence 
products per 24 hours, even 
though Rhiannon needed more because of her condition. 
We told Louise about some guidance published by the 
Welsh Government , which describes the level of service 
that patients can expect to receive. This guidance says 
that the ‘4 a day’ maximum is just a general rule and 
that the actual number of products supplied will depend 
on a child’s individual needs. The guidance also says that 
families can ask for a re-assessment if their needs change. 
Louise took our advice and asked for a reassessment.

During our research into Louise’s problem, we noticed that 
another part of the guidance said that there was a strict 
limit of 4 pads per day and that families who needed more 
would be told to buy their own. We wrote to the Welsh 
Government’s Cabinet Secretary for Health to explain 
Louise’s situation and highlight the contradiction between 
the different parts of the guidance.

In response to our letter, the Welsh Government asked 
the local health board to address Louise’s concerns. It also 
agreed to update the guidance to make it clear that the 
number of nappies supplied should always meet a child’s 
assessed needs – in the meantime, it agreed to contact 
every health board in Wales to explain the guidance, so 
that other families weren’t told that they could only have 4 
products a day.

The health board’s Head 
of Nursing contacted 
Louise and we’re pleased 
to report that Rhiannon is 
now getting the nappies 
that she needs. The local 
continence team has told 
Louise that it will review 
Rhiannon’s needs on a 
regular basis.

Rhiannon’s story Louise contacted us for help with getting continence 
products for her daughter, Rhiannon, who’s 9 years 
old and has Wolf-Hirschorn syndrome. Louise and 
Rhiannon live in North Wales.
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Disability Living Allowance
Our  step by step guide to completing the 
Disability Living Allowance claim form.

Accessing Public Services toolkit
Suggests strategies for solving problems 
accessing health, social care or education.

Education
A guide to Education Health and Care 
(EHC) Plans.

Anxiety
Teaches parents how to spot signs of 
anxiety and ways to help their child. 

Sleep
Gives advice on sleep problems and how to 
tackle them.

1

2

3

4

5

Together we gave families and professionals 
the information and advice they needed

Our top 5 most 
popular guides 
in 2018 were:

Our top 10 downloaded guides 
and factsheets in 2018

Our guides and factsheets are all 
free to download from our website.
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Hello, I’m Lowri and I’m really happy 
to be joining Cerebra to work on an 
exciting new Welsh Government 
funded project, as part of a Knowledge 
Transfer Partnership between us and 
Cardiff University. Before joining the 
team, I worked for the National Centre 
for Mental Health (NCMH). 

In 2018 our Knowledge 
Transfer Partnership with Cardiff 
University was approved. 
Project Offi cer Lowri O’Donovan 
explains the work we’ll be doing 
to help families of children with 
brain conditions access timely 
and appropriate mental health 
services.

Together we are making a difference to mental health

The NCMH is a team based at Cardiff University, and they research the 
causes of mental health conditions in adults and children. Speaking with 
parents of children taking part in the study, it was clear that families often feel 
the level of support is lacking after they receive a diagnosis. This project aims 
to address this important issue.
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We will be working with the Cardiff 
University Division of Psychological 
Medicine and Clinical Neurosciences 
in order to improve the helpfulness of 
information and the services which 
families and children living with rare 
genetic disorders struggle to access. We 
will be focusing on improving mental 
health related information available to 
families.

Rare genetic disorders are caused 
by changes in a person’s DNA (their 
chromosomes). These changes vary in 
size. That means they can either affect 
a very small part of someone’s DNA, or 
the changes can be bigger and affect a 
larger area. Some rare changes to our 
DNA can lead to serious impacts on 
our physical health, brain development 
and affect our mental health too.

These disorders are rare because 
individually, they are not seen very 
frequently in the general population. 
However, if we looked at the whole 
population altogether, 1 in 17 people 

in the UK will be affected by at least 
one of these conditions, that’s 3.5 
million people! One of the most 
common disorders is called 22q11 
Deletion Syndrome (also known as 
DiGeorge Syndrome), with 1 in 2000 
new born children being diagnosed. 
Another, much rarer syndrome is 
called Kleefstra syndrome, and occurs 
in less than 300 in the UK. Cardiff 
University are currently researching 
these conditions in order to answer 
the question often asked by parents: 
“What does this diagnosis mean for 
my child, and where can I get help and 
advice?”

Research has shown that people 
diagnosed with these rare genetic 
disorders often experience diffi culties 
with their mental health, yet 
families have trouble fi nding helpful 
information and struggle to access 
mental health and other services for 
their child. We believe it’s important 
that everyone can access useful, high 

quality information about mental 
health conditions, based on the very 
best evidence from research.

We aim to work with medical services, 
other charities, as well as families with 
lived experiences to get a well-rounded 
idea of what services currently offer 
that is really helpful, what is unhelpful, 
and what people think could be 
improved. We will also ask what they 
think about the availability and quality 
of information about developmental 
and mental health conditions in 
children and young people. We hope 
that doing this will lead to important 
changes in services in order to equip 
people with key information and 
empower families and children to 
make informed choices that are best 
for them.

Myself and the rest of the team 
involved feel very passionate and 
committed to this project, and hope 
that it will make positive changes for 
families in the future.
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Our free postal lending library 
helps families get the answers 
about their child’s condition with 
our range of books on topics 
relating to brain conditions. 
Children can also discover a new 
favourite sound, sight or smell with 
one of the switch toys, fi bre optics 
or sensory kits from our sensory 
toy library.

Together we helped families to play and learn

Thanks to your support this year we have loaned:

14%

But there remains a long waiting list, especially 
for toys. On average 27 people are added to the 
waiting list for toys every month – a 14% increase 
on 2017.

712
Books

259
Toys
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In 2018 we launched our 
new BorrowBox digital library 
which makes borrowing even 
easier for families – they can 
simply download ebooks and 
audiobooks from us using the BorrowBox app and website. 

The three most popular eaudio 
books are:

The Out-of-
Sync Child Why We 

Sleep Fantastic Beasts 
& Where To Find 
Them

1
2

3
“We had an amazing experience with the 
‘Sensory in a Suitcase’. Our special needs girl 
and her siblings enjoyed the relaxing lights 
and the tactile balls and the noisemakers. It 
was absolutely wonderful – thank you”.

“I love the library service and cannot fault it. 
Enjoyed by my three children. Thank you”.
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Cara Readle, completed a duathlon challenge 
and raised over £500 for us.

Cara, who has cerebral palsy, never lets 
anything stand in her way. For her duathlon 

she took on a 5km walk on a treadmill and 
a 5km cycle on a static bike, completing the 

entire challenge in just a couple of hours!

Cara said: “I set out to do something that 
I knew I would find very challenging but I 

wanted to challenge myself in order to raise 
money for Cerebra.”

Our Innovation Centre and the work they do to help children take 
part in and enjoy life alongside their friends has been given a boost, 
thanks to a generous donation of £38,749 by the Masonic Charitable 
Foundation.

The generous grant will contribute significantly to the salary costs 
for the Centre’s talented design team for one year, ensuring that 
the Centre can continue to make a difference to the lives of children 
across south Wales, and beyond.

Representatives from the South Wales Province visited the Cerebra 
Innovation Centre to learn more about the Centre’s innovative work 
and some of the children who will directly benefit from their support.

Rob Payne from South Wales Freemasons, said: “I’m delighted we’re 
able to support Cerebra, who do outstanding work helping some of 
the most vulnerable people in our community to have access to the 
same opportunities and lifestyle as the rest of us.”

Together you gave your money, time and energy
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Amount 
raised

% of 
income

Lottery £1,600,000 52.65%

Donation card £470,000 15.47%

Raffle £290,000 9.54%

Gift Aid £150,000 4.94%

Trusts £174,000 5.73%

Regular giving £122,000 4.01%

Community fundraising £88,000 2.90%

Legacies £50,000 1.65%

Corporate £15,000 0.49%

Other £80,000 2.63%

Total £3,039,000 100%

How you gave

Thank you – we couldn’t have done it without you.

How it helped

Support services

Innovation 
Centre

Sleep 
Team

Legal 
Entitlements and 
Problem-Solving 
(LEaP) project

Family Support 
and Money Matters

Health and 
wellbeing 
research projects

zzz

£

Governance
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Thank you for working wonders 
for children with brain conditions

www.cerebra.org.uk

Postal Address
Cerebra
2nd Floor Offi ces
Lyric Building
King Street
Carmarthen
SA31 1BD
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